
IF	a	preliminary	secondary	variant	is	identified	in	submitted	data…

SGFS	notifies	project	point	of	contact

Project	point	of	contact:
1. Provides	SGFS	with	participant’s	name
2. Connects	SGFS	staff	with	other	project	staff	members	(if	applicable)	for	remaining	steps

Participant	returns	confirmation	sample

Preliminary	result	confirmedPreliminary	result	not	confirmed

SGFS	clinicians:
1. Contact	participant	and	return

result
2. Send	counseling	letter	to

participant
3. Complete	genetics	consult	in	CRIS

SGFS	clinicians:
1. Contact	participant	and	return

result
2. Send	counseling	letter	to

participant
3. Complete	genetics	consult	in	CRIS

SGFS	Project	Workflow

Parent	project	staff:
1. Registers	participant	via	external 

location procedure	if	necessary
2. Enters	CRIS	order	– Exome-

Confirmation, Saliva, NHGRI	–for	
confirmation	testing	of	a 
research	finding

3. Reviews	relevant	participant 
details	with	SGFS	staff

SGFS	Staff:
1. Clarifies	any	questions	from	primary	team
2. Contacts	participant	to	coordinate	obtaining

confirmatory	sample– saliva	is	greatly	preferred
but	blood	may	be	accepted	in	rare	instances.

3. Prints	label	from	CRIS	and	sends	participant	a
(saliva)	sample	collection	kit

Submitting	(“parent”)	team	reviews	SGFS	website,	submits	application

Parent	team	submits	data submission form and de-identified	
data to	SGFS,	SGFS	annotates	for	possible	returnable	findings




